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Some Men Dream Dreams That 
Never Were, And Ask, Why Not? 


This characterization aptly 
portrays that modest assembly 
of blind persons which con- 
vened in 1940 in Wilkes-Barre, 
Pennsylvania, to establish the 
National Federation of the 
Blind. Summoned together by a 
brilliant young constitutional 
lawyer, Dr. Jacobus tenBroek, 
who was to serve as the organi- 
zation’s founding President, 
these pioneers were few in 
numbers and lacking in finan- 
cial resources. 

But they did have a dream — 
and that was what made all the 
difference. Ata time when most 
blind Americans lived in a twi- 
light zone of poverty and unem- 
ployment, they foresaw a day 


when those of our citizens who 


are blind would participate in 
society on a basis of equality 
with their sighted neighbors, as 
producers in the economy, as 
advocates for enlightened pub- 
lic policy, as brothers and sis- 
ters who share full measure in 
the joy and pain of interperson- 
al relationships. Abundant life, 
whose ‘‘cup runneth over’ — 
lives of fellowship, hope, com- 
passion, and commitment — 
such a life these pathfinders 
deemed to be the birthright of 
every blind American. 

The founders of the Federa- 
tion knew that there was noth- 
ing about the absence of sight 
— or the ability to see a little — 
which must determine that 
blind persons. allow _ their 
dreams to be deferred, or re- 
side in a ghetto of second class 
citizenship. They understood 
that with proper training, the ab- 
sence of sight could be re- 
duced to the level of an incon- 
venience, a nuisance. 

What had to be changed were 
archaic and outmoded public at- 
titudes — preconceptions often 
clung to by those who are blind, 
as well as those who see — that 
kept blind persons on the side- 
lines, rather than in the main- 
stream of society, and perpe- 
tuated custodialism and depen- 
dency. 


(quoted from Robert F. Kennedy) 


Since 1940, progress has oc- 
curred, in giant strides. Blind 
persons have entered the pro- 
fessions and government ser- 
vice in large numbers, and have 
excelled in nearly every facet of 
private industry. As the walls of 
Jericho crumbled before the 
trumpet call of Joshua, the bar- 
riers of discrimination have fall- 
en before the conscience of a 
nation aroused by the blind 
speaking for themselves. 

Much has been accom- 
plished, yet much remains to be 
done. How? If not by us, then by 


whom? If not now, when? As 
Harvey Cox once put it, ‘‘Not to 
decide is to decide.”’ 

To serve as an agent of 
change guarantees little in the 
way of personal comfort or se- 
curity. You will have to work 
hard, to persevere, to stick your 
neck out. What you get in return 
is the thrill and pride of really 
making a difference. If this is 
what you want for yourself and 
for your fellow blind, please 
contact the National Federation 
of the Blind. 


aa 


Karen S. Mayry is an energet- 
ic, enthusiastic contributor to 
her community. She developed 
diabetes as a child, became 
blind as a young adult and hada 
kidney transplant nine years 
ago. Despite these ‘‘handi- 
caps’’ — she considers them 
only physical nuisances — she 
works nearly full time as the 
President of the National Feder- 
ation of the Blind of South Da- 
kota and the Black Hills 
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Chapter. During her seven 
years as its president, the affili- 
ate has grown from 20 members 
to well over 200. Through her in- 
Spiration, the citizens of South 
Dakota, blind as well as sight- 
ed, are learning about the capa- 
bilities of blind persons. She 
continues to be instrumental in 
the introduction and passage of 
legislation beneficial to the 


blind of South Dakota; assists 
parents of blind children to real- 


(Continued on page 2.) 
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Ask Dr. James 


by Ronald James, M.D. 


Please note: If you have any 
questions for Dr. James please 
send them to the editor. The 
only questions Dr. James will 
be able to answer are the ones 
used in his column. 


QUESTION 1: Does it matter 
which artificial sweetener | 
use? | am told that some are 
better than others. 


Answer 1: There is probably 
no one artificial sweetener that 
is best for everyone. They are 
divided into two groups known 
as the nutritive and non-nutri- 
tive sweeteners. Cyclamates, 
which are no longer available in 
the United States but are avail- 
able in Canada; and Saccharin 
make up the non-nutritive 
sweeteners. The nutritive 
sweeteners are fructose, glu- 
cose (dextrose), and the three 
alcohol sugars: mannitol, sorbi- 
tol, and zylitol as well as a rela- 
tively new dipeptide compound 
known chemically as aspar- 
tame. The non-nutritive sweet- 
eners have the advantage that 
they are not metabolized in the 
body and thus do not contribute 
calories to one’s diet. The 
major disadvantage is that they 
have an aftertaste. In addition, 
Studies have shown that they 
may Cause malignant tumors in 
laboratory animals. However, 
this has not been demonstrated 
in human beings and it is doubt- 
ful if it is a real problem. Fruc- 
tose, glucose and the alcohol 
Sugars have the disadvantage 
that they contain calories there- 
by contributing to one’s caloric 
intake. They also more or less 
contribute to a rise in blood 
Sugar. The alcohol sugars may 
cause diarrhea. Aspartame, al- 
though it contains 4 calories per 
gram, is used in such small 
quantities that its caloric contri- 
bution is not significant in one’s 
diet. It appears to be safe ex- 
cept for those individuals who 
have phenylketonuria, a meta- 
bolic disease in which one can- 
not appropriately metabolize 
phenyalanine, a component of 
aspartame. It also has the dis- 
advantage that it is unstable at 
high temperatures and in solu- 
tions that are not acid. It has the 
advantage that it is very sweet 
and has no undesirable after- 
taste. In my opinion aspartame 
is the best artificial sweetener 
but one must keep in mind that 
under certain circumstances 


the others may have particular 
advantages. 


QUESTION 2: What is meant 
by diabetic clawtoe and what 
can be done to correct this 
problem? | am concerned that 
ulcers might be forthcoming, if 
my toes protrude against my 
shoes. Can this problem be cor- 
rected surgically? 


Answer 2: The diabetic claw 
toe develops when the muscles 
in the feet which keep the toes 
straight do not function proper- 
ly because of diabetic nerve 
disease known as neuropathy. 
In this case the toes tend to 
arch upward with the second 
joint of the toe pointing up and 
the end of the toe pointing 
down. As a result there is pres- 
sure both on the ends of the 
toes and the joints that are up- 
ward. Since the diabetic often 
cannot feel pain because of the 
neuropathy calluses may devel- 
op at these points and ulcers 
may result. What can be done 
about this? Certainly the cal- 
luses should be kept trimmed 
away. One may obtain special 
shoes that do not put pressure 
on the toes. This problem may 
be surgically treated by a pro- 
cedure which straightens the 
toe and fuses the second joint 
so that the toes do not arch up- 
ward. 


QUESTION 3: How can | best 
cope with peripheral neuro- 
pathy — will exercise or mas- 
sage help or are there any med- 
ications or treatments that will 
improve neuropathy? 


Answer 3: Peripheral neuro- 
pathy, especially when painful, 
is difficult to treat. Exercise or 
massage may lessen the pain at 
the time but does nothing for 
the underlying diabetic nerve 
disease. Strict control of the 
blood glucose is generally fa- 
vored but it is uncertain how 
much direct effect this has on 
the problem. Various medica- 
tions have been tried. Since 
painful neuropathy is usually 
present over long periods of 
time narcotics should be avoid- 
ed if possible. Certain other 
drugs including Dilantin, Prolix- 
in, and Elavil have been used. 
The fact that so many have tried 
often with less than adequate 
results, suggests that there is 
no very good medication for 
treating the pain of diabetic 
neuropathy. 

Certain devices may help. 
These include cradles which 
may protect the painful lower 


extremities from the weight of 
bed clothes, appropriate sup- 
portive braces to be used in the 
case of foot drop, etc., etc. 


QUESTION 4: As a diabetic 
could | occasionally have a 
drink of alcohol? 


Answer 4: \t is my feeling that 
consumption of alcohol by the 
diabetic should be kept to a 
minimum and preferably not 
taken at all. However, we must 
recognize that alcohol means 
many things to many people 
and therefore it is not possible 
to entirely eliminate its con- 
sumption by all who have dia- 
betes. It is important that the 
diabetic, if he is going to con- 
sume alcohol, understand the 
implications. First it must be re- 
cognized that drinks often con- 
tain carbohydrates, many times 
in the form of simple sugars. 
This, of course, tends to ele- 
vate the blood glucose and thus 
may contribute to hypoglyce- 
mia or inhibit one’s natural re- 
sponse to an insulin reaction. In 
addition, alcohol may alter 
one’s state of awareness and 
responsibility so he may fail to 
appropriately care for his dia- 
betes. As a result he may get 
into trouble by not taking insu- 
lin or not eating properly. If one 
chooses to have an alcoholic 
beverage, | would strongly sug- 
gest that it be taken in modera- 
tion, that others who could help 
him know that he is drinking, 
and that he otherwise follow his 
diabetic regimen. 


QUESTION 5: As a physician 


how often would you recom- 
mend | visit my doctor for a 
check up? 


Answer 5: How often one 
visits his doctor for a check up 
will depend on many factors in- 
cluding his physician’s particu- 
lar preference and the prob- 
lems that the diabetic himself is 
having. It is my feeling that 
when there are no particular 
problems one should see his 
physician every three to four 
months for purposes of regular 
check ups. If there are prob- 
lems, of course, it may be nec- 
essary to see him much more 
frequently. 


QUESTION 6: | would like to 
have a baby. Is pregnancy ad- 
visable and what safeguards 
should | follow to protect my 
baby and myself? 


Answer 6: \t is my feeling that 
whether a diabetic chooses to 
go through a pregnancy is a phi- 
losophical point. The facts are 
that there is an increased 
chance the baby of a diabetic 
mother will someday develop 
diabetes because certainly dia- 
betes is familial. In addition, if 
the diabetes is not well con- 
trolled beginning prior to con- 
ception and throughout the en- 
tire pregnancy there is an in- 
creased incidence of birth de- 
fects, stillbirths and newborn 
problems. Good obstetrical and 
neonatal care at the time of, and 
shortly after birth, will minimize 
the chances of a stillbirth or 
other severe problems in early 
infancy. 


Profile of Our President 


(Continued from page 1.) 


ize that the future is bright for 
their youngsters; helps the el- 
derly to realize that they can 
continue to live independent 
lives despite their vision loss; 
and encourages the public to 
accept the blind as normal 
human beings with great capa- 
bilities if given proper instruc- 
tions and opportunities. 

In addition to her work with 
the National Federation of the 
Blind, Karen is involved in many 
other ways in the community. 
Among her activities are: She 
serves on the South Dakota 
State Library Board, South Da- 
kota School for the Visually 
Handicapped Advisory Board, 
is a member of the Association 
for Children with Learning Dis- 
abilities, League of Women 
Voters, and Chamber of Com- 
merce Lariettes. She also 


helped establish the N.F.B. Dia- 
betic Committee to aid other 
blind diabetics when they expe- 
rience the ramifications of the 
disease. 

Mrs. Mayry’s dedication to 
assisting the blind has brought 
her a number of honors and 
awards. She was named Out- 
standing Young Woman of 
America in 1969. In 1984 she re- 
ceived the South Dakota Jeffer- 
son Award for community ser- 
vice and also the Jacobus ten- 
Broek Award. The tenBroek 
Award is the highest honor 
available to a National Federa- 
tion of the Blind member. It is 
given to members who have 
made substantial contributions 
to the progress of the blind. In 
1985, she received the School of 
Mines & Technology Public Ser- 
vice Award. 
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Our first newsletter, vol. 1 no. 
1, has received many enthu- 
siastic and positive comments. 
With hard work and assistance 
from several sources we have a 
product that we can be very 
proud of. We are part of a dy- 
namic membership organiza- 
tion, the National Federation of 
the Blind (NFB), and the entire 
staff, or the Board of our divi- 
sion works strictly on a volun- 
teer basis. We are a diabetic 
support network and we reach 
out and give support to all dia- 
betics. Our newsletter is of a 
non-sterile, personal format 
where the voices of our 
members can be heard. Many 
of our members have under- 
gone many of the catastrophic 
complications of diabetes, and 
people can usually more easily 
relate to someone who has un- 
dergone the same experience 
as they themselves have. We of 
course are not attempting to re- 
place physicians or the Ameri- 
can Diabetes Association 
(ADA). 

Our division is growing rapid- 
ly and in order to better plan 
and organize, we need a repre- 
sentative from the Diabetic Divi- 
sion of the NFB in every state. 
We are a membership organiza- 


by Ed Bryant, Editor 


tion and although we have 
members in every state, we as 
yet do not have a state repre- 
sentative or coordinator for 
every state. In some states we 
could easily use two or three 
representatives. If you are in- 
terested or know someone who 
you feel would make a good 
representative, please let us 
hear from you. 

The NFB will have its annual 
National Convention on June 
27-July 6 in Kansas City, Mo., at 
the beautiful Hyatt Regency 
Hotel. This is the largest gath- 
ering of blind and visually im- 
paired people in the world. 
There will be about 2,500 people 
in attendance and every year 
there is much fellowship and 
much information and insight 
gained by all present. As 
always, our members will re- 
ceive excellent rates and hotel 
accommodations. All hotel res- 
ervations are being handled by 
the NFB, 1800 Johnson St., Bal- 
timore, Md. 21230. Phone, 301- 
659-9314. Time is of the essence 
if you want your first choice of 
lodging. | look forward to see- 
ing each of you in Kansas City. 

| always need input from dia- 
betics and interested people 
letting me know what you think 


of our publication and how it 
might be improved. If there are 
foul-ups or goofs it is my fault. 
Therefore, let me hear from 
you. You can communicate with 
me in print, Braille, telephone, 
or cassette tape. You are invit- 
ed to send me questions for 
Doctor James, bombard me 
with recipes, give me _ short 
jokes, or send me items you 
feel might be appropriate for 
our tidbit section. More impor- 
tantly, submit stories or articles 
you would like to have pub- 
lished. | prefer print, but if it 
suits your fancy, send me your 
story in Braille or on tape. If you 
are not a writer, don’t worry. | 
will see that grammatical errors 
are corrected and that the fin- 
ished product is smooth read- 
ing. The only people who will 
ever know of the changes are 
you and your editor. And | guar- 
antee that the meaning or what 
you are trying to convey will not 
be altered. This is an editor's 
prerogative and | just want you 
to know that changes will be 
very minimal if any. We can use 
stories covering all phases of 
diabetes, such as hypoglyce- 
mic attacks (insulin reactions), 
exercise, diet, neuropathy, eye 
problems, renal problems, am- 
putations, and so on. We re- 
quest articles from diabetics 
who have had no major compli- 
cation and from __ family 
members or loved ones. In con- 
junction with personal stories 
from members there will be ar- 
ticles from professionals such 
as physicians, health educa- 
tors, nurses, dieticians, etc. 
Several hundred newsletters 
have been sent to kidney dialy- 
sis and transplant centers and 
to people subscribing to the 
American Diabetes Association 
Professional Listing. Our publi- 
cation is not copyrighted, as 
our intent is to disseminate in- 
formation and offer a helping 
hand to anyone needing a little 
support. |, for example, am to- 
tally blind due to proliferative 
diabetic retinopathy and have 
had a very successful kidney 
transplant for about 2% years. 
We, the leaders of the Diabe- 
tic Division of the NFB make 


Continued Growth and Prosperity 


many presentations regarding 
diabetes and chronic complica- 
tions of our disease. We en- 
deavor to inspire other diabe- 
tics by being a living, positive 
example that if one is faced with 
a severe diabetic complication 
there is absolutely no need to 
curl up in a corner and hiber- 
nate. We strive to create a cli- 
mate of opportunity in home, 
school and society for all diabe- 
tics. And we know that often it 
is extremely beneficial for a 
person to communicate with 
someone with a positive atti- 
tude who is experiencing the 
same complications he is. 

It is a statistical fact that 
about 25% of all dialysis pa- 
tients are diabetic. In recent 
studies, it was found that close 
to 90% of diabetics on kidney 
dialysis have a severe eye prob- 
lem. This means that many are 
at least legally blind. Diabetics 
on dialysis often have other 
chronic diabetic complications. 
To dialysis and transplant 
centers we ask that you make 
patients aware of the diabetic 
support network. To the Ameri- 
can Diabetes Association Pro- 
fessionals we ask that you 
make the diabetic population 
aware of our publication. Some 
do not have diabetic complica- 
tions, but it is an unfortunate 
truth that many severe diabe- 
tics with time will have compli- 
cations. If you work in a doc- 
tor’s office our newsletter 
would be great in the waiting 
area or patients’ lounge. This 
mailing will be sent to all Radio 
Reading Service programs for 
the blind and visually impaired 
in the United States. We ask 
that the person in charge broad- 
cast our newsletter or any part 
of it. 

We invite you to make a dona- 
tion to our organization so we 
can be a more prolific support 
network. As we grow and pros- 
per we need all the support we 
can muster. To reiterate, please 
feel free to contact me at any 
time with any questions and/or 
great suggestions. SMILE! It’s 
going to be a great year, and we 
all have a lot to look forward 
to. 
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Before we can talk intelligent- 
ly about the problems of blind- 
ness or thé potentialities of 
blind people, we must have a 
workable definition of blind- 
ness. Most of us are likely fa- 
miliar with the generally accept- 
ed legal definition: visual acuity 
of not greater than 20/200 in the 
better eye with correction or a 
field not subtending an angle 
greater than 20 degrees. But 
this is not really a satisfactory 
definition. It is, rather, a way of 
recognizing in medical and 
measurable terms something 
which must be defined not me- 
dically or physically but func- 
tionally. 

Putting to one side for a mo- 
ment the medical terminology, 
what is blindness? Once | asked 
a group of high school students 
this question, and one of them 
replied — apparently believing 
that he was making a rather ob- 
vious statement — that a per- 
son is blind if he ‘‘can’t see.”’ 
When the laughter subsided, | 
asked the student if he really 
meant what he said. He replied 
that he did. | asked him whether 
he would consider a person 
blind who could see light but 
who could not see objects — a 
person who would bump into 
things unless he used a cane, a 
dog, or some other travel aid 
and who would, if he depended 
solely on the use of his eye- 
sight, walk directly into a tele- 
phone pole or fire plug. After 
some little hesitation the stu- 
dent said that he would consid- 
er such a person to be blind. | 
agreed with him and then went 
on to point out the obvious — 
that he literally did not mean 
that the definition of blindness 
was to be unable to see. 

| next told this student of a 
man | had known who had ‘‘nor- 
mal” (20/20) visual acuity in 
both eyes but who had such an 
extreme case of sensitivity to 
light that he literally could not 
keep his eyes open at all. The 
slightest amount of light caused 
such excruciating pain that the 
only way he could open his 
eyes was by prying them open 
with his fingers. Nevertheless, 
this person, despite the excru- 
ciating pain he felt while doing 
it, could read the eye chart with- 


A Definition of Blindness 


by Kenneth Jernigan 


out difficulty. The readings 
showed that he had ‘‘normal 
sight.’’ This individual applied 
to the local Welfare Department 
for Public Assistance to the 
Blind and was duly examined by 
their ophthalmologist. The 
question | put to the student 
was this: ‘If you had been the 
ophthalmologist, would you 
have granted the aid or not?”’ 

His answer was, ‘‘Yes.”’ 

“Remember,”’ | told him, 
“under the law you are forbid- 
den to give aid to any person 
who is not actually blind. Would 
you still have granted the assis- 
tance?’’ The student said that 
he would. Again, | agreed with 
him, but | pointed out that, far 
from his first facetious state- 
ment, what he was saying was 
this: It is possible for one to 
have “‘perfect sight’’ and still in 
the physical, literal sense of the 
word be blind. 

| then put a final question to 
the student. |! asked him 
whether if a sighted person 
were put into a vault which was 
absolutely dark so that he could 
see nothing whatever, it would 
be accurate to refer to that 
sighted person as a blind man. 
After some hesitation and 
equivocation the student said, 
“No.”’ For a third time | agreed 
with him. Then | asked him to 
examine what we had estab- 
lished: 

1. To be blind does not mean 
that one cannot see. (Here 
again | must interrupt to say that 
| am not speaking in spiritual or 
figurative terms but in the most 
literal sense of the word.) 

2. It is possible for an individ- 
ual to have ‘‘perfect sight’’ and 
yet be physically and literally 
blind. 

3. It is possible for an individ- 
ual not to be able to see at all 
and still be a sighted person. 

What, then, in light of these 
seeming contradictions is the 
definition of blindness? In my 
way of thinking it is this: One is 
blind to the extent that he must 
devise alternative techniques to 
do efficiently those things 
which he would do with sight if 
he had normal vision. An indi- 
vidual may properly be said to 
be “‘blind”’ or a “‘blind person’”’ 
when he has to devise so many 


alternative techniques — that 
is, if he is to function efficiently 
— that his pattern of daily living 
is substantially altered. It will be 
observed that | say alternative 
not substitute techniques, for 
the word substitute connotes 
inferiority, and the alternative 
technique employed by the 
blind person need not be inferi- 
or to visual techniques. In fact, 
some of them are superior. The 
usually accepted legal defini- 
tion of blindness already given 
(that is, visual acuity of less 
than 20/200 with correction or a 
field of less than 20 degrees) is 
simply one medical way of mea- 
suring and recognizing that 
anyone with better vision than 
the amount mentioned in the 
definition will (although he may 
have to devise some alternative 
techniques) likely not have to 
devise so many such tech- 
niques as to alter substantially 
his: patterns of daily living. On 
the other hand, anyone with 
less vision than that mentioned 
in the legal definition will usual- 
ly (l emphasize the word usual- 
ly, for such is not alway the 
case) need to devise so many 
such alternative techniques as 
to alter quite substantially his 
patterns of daily living. 

It may be of some interest to 
apply this standard to the three 
cases already discussed: 

First, what of the person who 
has light perception but sees 
little or nothing else? In at least 
one situation he can function as 
a sighted person. If, before 
going to bed, he wishes to 
know whether the lights are out 
in his home, he can simply walk 
through the house and ‘‘see.’’ 
If he did not have light percep- 
tion, he would have to use 
some alternative technique — 
touch the bulb, tell by the posi- 
tion of the switch, have some 
sighted person give him the in- 
formation, or devise some other 
method. However, this person 
is still quite properly referred to 
as a blind person. This one vi- 
sual technique which he uses is 
such a small part of his overall 
pattern of daily living as to be 
negligible in the total picture. 
The patterns of his daily living 
are substantially altered. In the 


main he employs alternative 
techniques to do those things 
which he would do with sight if 
he had normal vision — that is, 
he does if he functions effi- 
ciently. 

Next, let us consider the per- 
son who has normal visual 
acuity but cannot hold his eyes 
open because of his sensitivity 
to light. He must devise alterna- 
tive techniques to do anything 
which he would do with sight if 
he had normal vision. He is 
quite properly considered to be 
a “‘blind person.”’ 

Finally, what of the sighted 
person who is put into a vault 
which has no light? Even 
though he can see nothing at 
all, he is still quite properly con- 
sidered to be a ‘‘sighted_per- 
son.’’ He uses the same tech- 
niques that any other sighted 
person would use in a similar 
situation. There are no visual 
techniques which can be used 
in such circumstances. In fact, 
if a blind person found himself 
in such a situation, he might 
very well have a variety of tech- 
niques to use. 

| repeat that, in my opinion, 
blindness can best be defined 
not physically or medically but 
functionally or sociologically. 
The alternative techniques 
which must be learned are the 
same for those born blind as for 
those who become blind as 
adults. They are quite similar 
(or should be) for those who be- 
come blind as adults. They are 
quite similar (or should be) for 
those who are ‘‘partially sight- 
ed’’ and yet are blind in the 
terms of the usually accepted 
legal definition. In other words, 
| believe that the complex dis- 
tinctions which are often made 
between those who have partial 
sight and those who are totally 
blind, between those who have 
been blind from childhood and 
those who have become blind 
as adults are largely meaning- 
less. In fact, they are often 
harmful since they place the 
wrong emphasis on blindness 
and its problems. Perhaps the 
greatest danger in the field of 
work for the blind today is the 
tendency to be hypnotized by 
jargon. 
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Transplantation, Why? 


from Kidney Kazette, 
Sept., 1984, p.4 


There are 13 million Ameri- 
cans, young and old, with kid- 
ney-related diseases. Not all of 
these diseases mean total kid- 
ney failure. Some kidney dis- 
eases can be cured. They are 
acute or temporary in duration. 
But some kidney diseases re- 
sult in total, chronic kidney 
(renal) failure, which, without 
treatment, means death within 
weeks. 

Total renal failure simply 
means the body does not elimi- 
nate waste and fluid through 
the urinary tract and does not 
regulate critical functions like 
blood pressure and red blood 
cell production, among others. 
A few decades ago, total chron- 
ic renal failure meant death, but 
medical science has changed 
that picture forever. Patients 
with chronic renal failure now 
literally have a new lease on life 
through dialysis and transplan- 
tation. 

Dialysis is the filtration or 
cleansing of the blood using an 
artificial kidney (hemodialysis) 
or by introducing an internal 
dialysate (peritoneal dialysis). 

Hemodialysis patients spend 
10 to 18 hours every week ona 
dialysis machine to rid their 
blood of toxic waste and fluids. 
But hemodialysis, even though 
it is life-sustaining, does not ac- 
complish the complex job na- 
ture intends for the kidneys. 
Hemodialysis patients battle 
chronic anemia, weakened 
bones and hypertension; they 
follow a restrictive dietary and 
medication regimen. In chil- 
dren, normal growth rate is ad- 
versely affected. 

A newer form of dialysis, con- 
tinuous ambulatory peritoneal 
dialysis (CAPD), offers the pa- 
tient more freedom and avoids 
certain complications associat- 
ed with hemodialysis. Yet, 
CAPD is not free from complica- 
tions — and the long-term ef- 
fects of CAPD are still un- 
known. 

While dialysis is the therapy 
choice of some patients, for 
others dialysis is only life-sus- 
taining while they await a kid- 
ney transplant. 


Transplantation: What is it? 


Kidney transplantation is a 
surgical procedure which re- 
moves a healthy kidney from a 
donor and implants that kidney 
into the recipient (or, renal pa- 
tient), connecting the donor 
kidney to arteries, veins and 
bladder so that it may resume 
the job nature intended. 


What Happens When 
the Transplant Works? 


Successful transplantation is 
practically a medical miracle. 
Successful transplant recipi- 
ents’ lives come around full- 
circle from a state of life-threa- 
tening illnesses to renewed 
health and well-being. For chil- 
dren, a successful transplant 
means regaining energy and 


good health instead of illness, | 


returning to a normal growth 
rate and to full-time school and 
play participation — all so nec- 
essary to childhood develop- 
ment. A successful transplant 
has all these meanings and 
more. 


What is Rejection? 


Rejection is the body’s natu- 
ral response to foreign tissue 
and the major impediment to a 
100% success rate in kidney 
transplantation. The rejection 
rate for living related kidney do- 
nations is low (10-30%); in cada- 
veric donations (donations from 
unrelated persons made after 
death), the rejection rate is 
somewhat higher. All transplant 
recipients take ‘“‘immunosu- 
pressants,”’ or drugs that de- 
crease the body’s_ naturally 
strong immune system. 


What Happens if the 
Transplant Fails? 


The patient returns to dialy- 
sis, and another transplant may 
be considered. In some cases, 
a second or third transplant will 
be the successful one. 


If | or a Member of My 
Family Needed Transplant, 
Would We Easily Get One? 


Only 2 out of every 10 chronic 


renal failure patients have ac- 


ceptable living related donors 
with blood and tissue-type 
matches. For a transplant, then, 
8 of every 10 patients have to 
rely on organ donations made 
by anonymous, unrelated 
donors who have died. 


Is There a Waiting Period, 
Then, For Transplantation? 


Yes, but sometimes the 
donor kidney never comes. 
Sometimes the dialysis patient 
develops complications of renal 
failure and dies before a suc- 
cessful transplant can occur. 
There simply aren’t enough kid- 
neys to offer transplant to every 
patient wanting and needing 
one. 

Even though most of us have 
living relatives ... even though 
each cadaveric donation means 
two available kidneys for trans- 
plantation to two kidney pa- 
tients ... even though each of us 
has the moral and legal privi- 
lege to donate our organs ... 
there still aren’t enough donat- 
ed kidneys. 


Who Can Donate Kidneys? 


Anyone 18 years of age or 
older may donate to a relative or 
donate after death. Deceased 
minors can become organ 
donors with parental or guard- 
ian consent; minors are rarely 
living donors. A living donor 
must be related to the patient. 
That donor will give one kidney; 
for donor and recipient, one 
kidney each has the ability to do 
all the work nature intended for 
two. Living related donors, like 
successful transplant  recipi- 
ents, are expected to lead fully 
productive, healthy and normal 
lives after a short period of re- 
cuperation from surgery. 


Who Actually Performs 
the Transplant? 


Local transplantation teams 


of surgeons, nephrologists, 
nurses and technicians ... spe- 
cially skilled members of your 
own medical community. 


Are All Donated 
Kidneys Used? 


Every living related donation 
is, of course, transplanted. 
Every effort is made to trans- 
plant both cadaveric donations 
within a 48-hour time limit. That 
time limit allows the optimal 
chance for a successful trans- 
plant. Assisting the transplant 
team in this effort is the latest 
technology: a natiowide compu- 
terized network listing potential 
recipients, transportation net- 
works, and the kidney perfu- 
sion machine which maintains 
the donor kidney in the ideal 
state for transplantation for 48 
hours. 


Does Cadaveric Organ 
Donation Interfere in Any Way 
with Normal Burial Practices? 


No, it does not. 


Is There Any Cost to the 
Donor or Donor’s Family? 


Medicare pays all medical 
costs incurred in organ dona- 
tion. There is no cost to the 
donor or to the donating fami- 
ly. 


What Can | Do to 
Become an Organ Donor? 


Obtain a uniform donor card 
from your National Kidney 
Foundation, sign and witness it. 
lf your state includes a donor 
card on the back of your 
driver's license, sign and wit- 
ness it. Both are legal docu- 
ments. Most importantly, talk to 
your family and let them know 
you have made the personal de- 
cision to be an organ donor. 
Ask them to assist you by carry- 
ing out your wish to pass life on 
to others. 


If you or a friend would like to remember the National Federation of 
the Blind in your will, you can do so by employing the following lan- 


guage: 


“I give, devise, and bequeath unto National Federation of the Blind, 


1800 Johnson Street, Baltimore, Maryland 21230, a District of Columbia 


nonprofit corporation, the sum of $. 


(or “ per- 


cent of my net estate’ or “the following stocks ‘and bonds: 
”) to be used for its worthy purposes on behalf of blind 


persons.” 
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CAPD for 
People 
with Diabetes 


by Paul Recer 


We are reproducing some 
brief sections of this rather long 
article by Paul Recer (AP), 
which appeared in the Rapid 
City Journal, Sunday, May &, 
1983, p.41. We simply want to 
enlighten interested people as 
much as possible about kidney 
dialysis and transplantation. 


Of all the catastrophic ill- 
nesses, few slice as deeply into 
the life of a victim as kidney fail- 
ure. Most medical experts be- 
lieve it is personally more de- 
vastating than cancer, heart dis- 
ease, or stroke. 

Children with kidney disease 
Stop growing. Adults experi- 
ence sexual dysfunction. Vic- 
tims often lose their jobs, their 
spouses, their friends, their in- 
dependence, their savings. 
Their very existence revolves 
around a machine. 

Severe depression is com- 
mon. Worst of all, perhaps, is 
that there is no end in sight. 

“With cancer,”’ said Dr. Rege 
Stewart, a Dallas psychiatrist, 
“you have a deadline and the 
odds of survival and, perhaps, a 
remission. 

“But a kidney patient may be 
in dialysis for a year or 15 years 
or forever. There’s no light at 
the end of the tunnel. There is 
the uncertainty of a conclusion. 
This makes it more painful for 
the patient and the family than 
does cancer.”’ 

Some argue that ‘marginal 
patients’ — the elderly, the dia- 
betic, the persons with other 


critical illnesses — shouldn’t 
receive dialysis anyway. 

“Some doctors take a stand, 
refuse to give dialysis and let 
nature take its course,’’ said 
one physician at the National In- 
stitutes of Health who declined 
to be identified. ‘‘Others get in- 
timidated by the family or the 
threat of a legal action and 
order dialysis even though the 
patient will never be able to 
function normally.’”’ 

A new drug, now being test- 
ed, may change the kidney 
transplant picture completely. 

The drug is called cyclo- 
sporine and its advocates call it 
the most important advance in 
immunosuppression therapy. 

Cyclosporine, which was pre- 
viously known as cyclosporin A, 
has been used in successful 
heart and liver transplants and 
in scores of kidney grafts. 
Among doctors who have used 
it, the drug is highly praised. 

Dr. Thomas Starzl, a Universi- 
ty of Pittsburgh surgeon and 
transplant pioneer who has 
used cyclosporine in liver trans- 
plants, predicts a revolution in 
treatment. 

Starzl said the drug could 
provide a significant savings to 
taxpayers, ‘‘who pay the $2 bil- 
lion a year End Stage Renal Dis- 
ease program (costs).”’ 

Starzl predicted that cyclo- 
sporine could increase the suc- 
cess rate for transplants using 
cadaveric kidneys from 50 per- 
cent to 80 percent. 

For now most kidney special- 
ists are not enthusiastic about 


transplantation. 

Other doctors have hinted at 
darker motives by the nephrolo- 
gists. Many dialysis centers are 
partly owned by nephrologists, 
some of whom have been ac- 
cused of resisting transplant 
surgery because they would 
lose money if patients were 
cured by transplants. 

In most cases, (Dr. August R.) 
Remmers said, nephrologists 
resist transplantation because 
of the risks. They are not yet 
sure that cyclosporine and 
other new drugs offer the prom- 
ise that Starzl predicts. 

“We don’t really know yet if 
they are right,’’ Remmers said. 
“| hope they are.”’ 

Until the success of cyclo- 
sporine is proven, transplanta- 
tion will be chosen by the very 
few — the young, the coura- 
geous, those who feel the risks 
are worth the chance. 

For the rest of the nation’s 
kidney patients, most will con- 
tinue going thrice weekly to the 
dialysis centers, with 80 per- 
cent of the bill paid by the tax- 
payers. 

Dialysis, they believe, is safe 
and sure and, after all, the gov- 
ernment pays for it. Many feel 
they must go to the centers, be- 
Cause, as one said, ‘‘otherwise 
you die.” 
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Kidney Patients Have Few ( 


in Combating Diseas 


Lois M. Schmidt, R.N. 
Dialysis Clinics, Inc., Columbia, Mo. 


Continuous ambulatory peri- 
toneal dialysis (CAPD) is an es- 
tablished, effective form of 
therapy for replacement of im- 
paired kidney function. This 
form of dialysis works inside 
the body. It utilizes the periton- 
eal membrane, which forms a 
“sac’’ inside the abdominal 
cavity, to remove waste prod- 
ucts and extra fluid from the 
body. This process is accom- 
plished by allowing dialysis so- 
lution to flow into the peritoneal 
cavity by way of a permanent 
tubing called a catheter which 
is surgically placed through the 
abdominal wall. The solution re- 
mains in the abdomen for 4-8 
hours while the person goes 
about his or her usual activities. 
At the end of this time, the dia- 
lysis solution is drained out and 
is exchanged for fresh dialysis 
solution. This ‘‘exchange’’ is 


usually performed four times 
daily. CAPD is a self-care home 
dialysis therapy and special 
training is required. A major 
complication of CAPD is infec- 
tion of the peritoneal cavity. 
Cleanliness and meticulous at- 
tention to procedures is essen- 
tial to prevent this problem. 
CAPD has some definite ad- 
vantages and disadvantages for 
the person with diabetes. One 
advantage is that insulin may be 
added to the dialysis solution. 
The insulin is absorbed and 
used by the body in a way which 
usually results in good blood 
sugar control. Also, the slow, 
gentle, dialysis and removal of 
fluids aids in the control of 
blood pressure. It also provides 
a steady chemical and fluid bal- 
ance in the body. This form of 
dialysis is performed at home 
and eliminates the necessity of 
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traveling to a dialysis center 
three times weekly. 

Some people who have stom- 
ach and intestinal problems 
such as nausea and diarrhea 
have noticed that the fluid used 
for CAPD makes the symptoms 
worse. Another difficulty en- 
countered by some people who 
have visual problems is that a 
trained helper may be required 
to add insulin to the bags of so- 
lution. 

CAPD has proven to be an ef- 
fective form of dialysis for per- 
sons with diabetes. Extensive 
education is required prior to 
the decision for choice of dialy- 
sis therapy. Each _ individual 
must make his or her own deci- 
sion based on careful assess- 
ment of needs, motivation and 
family support, as well as emo- 
tional and physical capabili- 
ties. 
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Facts and Figures About Kidney 
Dialysis and Transplantation 


by Ed Bryant, Editor 


The National Kidney Founda- 
tion Fact Sheet shows there are 
about 72,000 Americans on kid- 
ney dialysis. Approximately 
158,000 Americans die each 
year from kidney and neurolo- 
gic diseases. Statistical figures 
show that about 25% of these 
patients (consumers) are diabe- 
tic. This figure increases at 
about the rate of 1%% per 
annum. 

Many diabetics do not 
choose to have a kidney trans- 
plant. In many cases, this is due 
to what is considered to be the 
risk factor and/or the fear and 
trepidation involved. One psy- 
chological problem is simply 
that diabetic consumers think 
they are safe on dialysis. They 
think that going through major 
surgery and losing a kidney 
might be detrimental to them. 
Some people try to be positive 
and tell themselves that there 
might be a medical break- 
through and their kidney func- 
tion could be restored. A kidney 
is an extremely complex organ 
and, in the near future, there is 
little optimism of developing an 
artificial organ. The percentage 
of people who die in transplant 
surgery is extremely small. 
Most diabetics are taking far 
greater risk if they stay on dialy- 
sis and do not give strong con- 
sideration to a transplant. 

The Missouri Kidney Program 
conducted a study of 623 diabe- 
tic consumers on kidney dialy- 
sis treatment. After 5 years of 
this study which concluded 
June 30, 1984, the following 
Startling facts were revealed: 
29% of the people were living, 
which, of course, means that 
71% had died. The age of these 
diabetics ranged from the 
young, adolescent years to the 
older senior citizenship years. 
Some people, due to age and 
medical conditions, cannot 
have a transplant, and some 
people do not want one. If we 
are diabetic and stay on dialy- 
sis, we might survive if we clo- 
sely adhere to the many rules 
that should be followed in order 
to correctly dialyze or filter our 
systems. The above-mentioned 
study and others make it extre- 
mely clear that the diabetic’s 
chance of survival is enhanced 
if he or she has a transplant, or 
at least does some investigative 
work and gets actual facts 


about kidney transplantation. 
Studies have also shown that 
the likelihood for a diabetic on 
dialysis to spend 26 or more 
days in the hospital per annum 
is 1.7% higher than the dialysis 
patient who does not have 
sugar diabetes. Cyclosporine 
has proven to be a major 
breakthrough or advance in im- 
munosuppressive therapy. | 
was one of the guinea pigs who 
tested cyclosporine before it 
was Officially approved by the 
Food and Drug Administration 
in 1983. White blood cells pro- 
tect the body from intruders 
such as a new kidney. Some of 
the white blood: cells must be 
suppressed or the body will re- 
ject the intruder. The graft (kid- 
ney) survival is about 20% bet- 
ter for people using cyclo- 
sporine than it was prior to this 
new drug being developed. 
Most statistics you read do not 
show how many more kidney 
transplants are successful now 
that cyclosporine is available. 
What are some of the advan- 
tages of kidney transplantation 
as opposed to kidney dialysis? 
A better quality of life, not being 
dependent on a machine, lower 
cost of annual medical treat- 
ment are some of the benefits. 
The person with a transplanted 
kidney usually feels much bet- 
ter since the person on dialysis 
is constantly going into and 
being brought out of a state of 
chronic uremia, and the survival 


rate of diabetic people with a 
transplanted kidney is, without 
doubt, much much higher. 

| and many others in our divi- 
sion highly recommend the Uni- 
versity of Minnesota Hospital in 
Minneapolis, Minnesota, for 
kidney transplants. They are pi- 
oneers in the field as they did 
the first transplant on someone 
with sugar diabetes. They have 
now transplanted more kidneys 
than any other location in the 
world, or in effect, have given 
the gift of life to more people 
than anyone else. If you are 
blind or visually impaired, you 
are treated as other patients are 
treated and required (unless 
unable) and shown how to man- 
age your own medication. They 
have an excellent transplant 
book which covers all phases of 
kidney transplantation and if 
you have a vision problem you 
are provided with cassette 
tapes. For information concern- 
ing the transplant program at 
the University of Minnesota 
Hospital you can call toll free at 
1-800-328-5465. If you need fi- 
nancial assistance in transpor- 
tation and/or lodging expense 
for transplant surgery you 
should call toll free to the Amer- 
ican Kidney Fund, 1-800-638- 
8299. 

Needless to say, | am a 
strong supporter of the Univer- 
sity of Minnesota Hospital, and | 
think when you are considering 
something as important and 
vital as a kidney transplant you 
should choose the best place 
possible. We live in a large 
country and there are other 
good kidney transplant centers. 
To me, the main consideration 
is that if you are on kidney dialy- 
sis or if you will be, you should, 
if possible, have a kidney trans- 
plant. Spend some time and 
telephone and/or write to quali- 
fied kidney transplant centers. 
Thanks for your time. That’s 
how | see things today. 


Eee... 


My brother (Ed) needed a kid- 
ney transplant. He had been on 
dialysis for 3 years and now 
needed a kidney. So our entire 
family sent the needed blood 
for testing to the University of 
Minnesota where the operation 
would be, if they found a com- 
patible donor. Our parents were 
ruled out because of age, so it 
was narrowed down to my sec- 
ond brother (Jim) or myself. 

Ed was in Minneapolis having 
preparatory testing and surgery 
done when | received a call at 
work. It was the doctor in Min- 
nesota, who at that very mo- 
ment had Ed in surgery; he was 
calling to tell me | had been 
chosen, we looked like a good 
match and he needed to hear 
from me, yes or no, if | would be 
willing to be the donor. If yes, 
he would then not need to re- 
move Ed’s spleen in prepara- 
tion for the transplant. My an- 
swer was yes, | definitely 
would. 

The next step was a battery of 
tests | needed done to deter- 
mine my good health and more 
about the compatibility of our 
match, which turned out to be 
4-0, which means that our kid- 
neys were a perfect match. | 
was going to have our Universi- 
ty hospital do the pre-testing 
and they were very cooperative 
to work with and around my own 
work schedule. | could be ad- 
mitted for 2-3 days of testing, 
but as my own sick leave was li- 
mited and to save all | could for 
the transplant surgery we de- 
cided to have the testing done 
as an outpatient. 

| was fortunate in that my 
work was within walking dis- 
tance from the clinic and lab. 
Also in that my supervisor was 
extremely understanding and 
cooperative. I'd like to say here 
how much | appreciated my em- 
ployers at this time. | worked 
with the State of Missouri in the 
department of Mental Health, 
everyone was concerned and 
worked with me to make this 
possible. They came up with 
ways to help me acquire the 
necessary leave time and the 
whole hospital was a great sup- 
port for me. 
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A Donor’s Side 


by Debbie Dupree 


The tests consisted mostly of 
bloodwork, urine test and a few 
x-rays. They were not compli- 
cated or painful other than a few 
pricks and as an outpatient the 
time involved was about 12-16 
hours. 

My husband’s’ employers 
were very considerate and un- 
derstanding. They allowed him 
to take as much time off as was 
necessary. The time finally 
came for us to make the 500- 
mile trip to Minnesota. This was 
in May of 1984. We were im- 
pressed when we got there, 
Minneapolis-St. Paul is a beau- 
tiful city and the University hos- 
pital is huge, but the staff is 
warm and friendly. They did ev- 
erything they could to make us 
comfortable. 

All of my test results had al- 
ready been sent to Minneapo- 
lis, but there was one more test 
they needed, that was the an- 
giogram; this test would deter- 
mine which kidney they would 
use. | must say this was the 
most painful and uncomfortable 
of all the tests I’d had to have 
done. But, Praise the Lord, it 
didn’t last long. 

It was discovered that Ed’s 
white count was too low and 
therefore they would not do the 
surgery until it came up. So | 
was released after the angio- 
gram and we all had to return 
home and wait. It seemed a very 
long wait to me. | was ready and 
at this point anxious to get the 
transplant over. But it must 
have seemed even longer for 
my brother. 

Three months later in August, 
we were ready to go again. So 
we took off and this time my son 
(10 years old at the time) was 
out of school and he came 
along. My daughter was 7 and 
she stayed with her Grandad 
while we were gone. 

We were admitted and the 
routine preparation was done. 
At this point | felt very relieved 
we were really ready and the 
next morning would be the big 
day. It’s hard to express how | 
felt the night before surgery, | 
don’t like being in a hospital 
and the idea of actually being 
under anesthesia and cut on 


didn’t thrill me. | thought of my 
brother being under anesthe- 
sia. It would be harder on him 
as he was not healthy. | had 
concerns for the success of the 
transplant and how my brother 
would feel if the kidney didn’t 
“take.’’ But the fact remained, 
success or failure, Ed deserved 
a chance. | really didn’t feel it 
was a big chance because | had 
faith that God was with us in this 
and more than that He was in 
control. My family, friends and 
many churches had been and 
were praying in agreement for 
the complete success of the 
transplant and God’s peace to 
be with us. That night | really 
felt the peace of God and | was 
ready for the next day. 

We were in surgery for 4-5 
hours and | don’t remember 
much of that first day except 
waking now and then with my 
family always there. As | did 
awaken | began to feel the pain 
from the incision site and the 
muscles around it. | discovered 
muscles lI’d never been aware 
of before! It was agony to move 
and especially to cough or 
sneeze! The doctor had told me 
I'd be in the hospital 7-10 days 
after the surgery. But | reco- 
vered quickly and was released 
4 days after. Ed was able to 
leave 8 days after the trans- 
plant. 

Immediately after the release 
we left for home. This stands 
out in my memory as one of the 
roughest parts of the entire 
transplant. | had 4 pillows sur- 
rounding me in the car to help 
cushion the bumps and jolts. 
But it was an exhausting trip to 
say the least. 

| felt like an invalid for the first 
week at home. | couldn’t lift 
over 10 pounds, | could barely 
get out of a chair by myself, let 
alone a bed. We have a wa- 
terbed and this created quite a 
problem for 2-3 weeks. | was 
marooned in bed more than 
once during this time, since 
there is nothing solid on a wa- 
terbed to push or pull on. One 
time | was stuck in bed half a 
day until someone came home 
and rescued me! 

Gradually and faster than | ex- 
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pected at the time, | was able to 
get around and do for myself. | 
could have managed going 
back to work after 4 weeks, but 
didn’t actually return until 6 
weeks after the transplant. 

At 6 weeks the only physical 
evidence of having donated a 
kidney was the numbness 
around the incision site. It has 
been over 2 years now and 
there is still a slight numbness 
around the scar, but this causes 
no discomfort. 

| encourage any one thinking 
of giving a kidney, and any one 
in need, considering a live 
donor, to go for it!! It is not a 
traumatic experience for the 
donor. The time and actual pain 
or discomfort involved is really 
minimal. It hasn’t changed my 
life or my health. (Actually the 
donor is a very healthy person 
to begin with or they would not 
be considered.) As a matter of 
fact, | am at present a very 
healthy expectant mother and 
having no complications. 

| really and honestly do not 
miss the kidney in any way, | 
don’t even think of myself as 
having only one kidney. Like | 
said it has not affected my life. 
But it has affected my brother’s 
life! He can be a productive per- 
son again and have a life be- 
cause of a kidney that | didn’t 
need and don’t miss. 


Postscript from Ed Bryant 


Yes, | have felt great ever 
since having a kidney trans- 
plant. | would be remiss if | did 
not use this opportunity to say | 
will be eternally grateful to my 
sister. | simply want to convey 
the feeling of LOVE | feel for 
her. | strongly recommend all 
people with renal failure to con- 
sider a kidney transplant. The 
National Kidney Foundation is 
correct when they say the kid- 
ney is ‘‘The Gift of Life.” 

After Debbie wrote her arti- 
cle, she gave birth to a beautiful 
healthy daughter, Daniela Ann 
Dupree, born March 3, 1986, at 
6:10 p.m., weight 6 Ibs. 14 oz., 
length 20 inches. Congratula- 
tions to father, Steve, and 
mother, Debbie. It sure feels 
great to have another niece. 
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When you meet me don’t be 
ill at ease. It will help both of us 
if you remember these simple 
points of courtesy. 


1. I’m an ordinary person, just 
blind. You don’t need to 
raise your voice or address 
me as if | were achild. Don’t 
ask my spouse what | want 
— “Cream in the coffee?’’ 
— ask me. 

2. If | am walking with you, 
don’t grab my arm; let me 
take yours. I'll keep a half- 
step behind, to anticipate 
curbs and steps. 

3. | want to know who’s in the 
room with me. Speak when 
you enter. Introduce me to 
the others. Include children, 
and tell me if there’s a cat or 
dog. Guide my hand to a 
chair. 

4. The door to a room, cabinet, 
or to a car left partially open 
is a hazard to me. 

5. At dinner | will not have trou- 
ble with ordinary table 


avoid words like 
“see.’’ | use them, too. I’m 
always glad to see you. 


6. Don’t 
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7.1 don’t want pity. But don’t 
talk about the ‘‘wonderful 
compensations” of blind- 
ness. My sense of smell, 
touch or hearing did not im- 
prove when | became blind. | 
rely on them more and, 
therefore, may get more in- 
formation through) those 
senses than you do — that’s 
all. 

8. If 


I'm your houseguest, 


show me the bathroom, 
closet, dresser, window — 
the light switch, too. | like to 
know whether the lights are 
on. 

9. I'll discuss blindness with 
you if you’re curious, but 
it’s an old story to me. | have 
as many other interests as 
you do. 

10. Don’t think of me as just a 
blind person. I’m just a per- 


son who happens to be 
blind. 

In all 50 states, the law re- 
quires drivers to yield the right 
of way when they see my ex- 
tended white cane. Only the 
blind may carry white canes. 
You see more blind persons 
today walking alone. Not be- 
cause there are more of us, but 
because we have learned to 
make our own way. 


The National Federation of 
the Blind is a non-profit, charita- 
ble organization that does what- 
ever it can to serve and enrich 
the lives of all blind people. We 
are a volunteer organization, 
which simply means that we do 
not have paid staff members, 
i.e., Our Diabetic Division has 
no paid staff. 

Millions of pieces of literature 
are sent out yearly explaining 
our Organization and making 
the general public aware of our 
philosophy. There is also much 
legislative and legal activity 
which costs megabuck 
amounts. Each of us should be 
cognizant that it takes many 
dollars to keep our movement 
moving forward. In each issue; 
we plan to have a section per- 
taining to fund raising. Let your 
editor know what great fund- 
raising promotional ideas you 
have. Share with us fund-rais- 
ing endeavors your local NFB 
chapter or a state affiliate might 
engage in. 

The NFB of Missouri recently 


Fundraising Activities 


had a Skate-a-thon that was 
held in Columbia, Mo. People 
from all 10 Missouri NFB 
chapters showed up to partici- 
pate. Pledge forms were print- 
ed and distributed to numerous 
locations. Presentations were 
made to the National Junior 
Honor Society at local junior 
high schools. This is a service 
Organization of students who 
excel scholastically and look for 
altruistic activities which build 
strong character. There were 
from thirty to thirty-five stu- 
dents who got pledges and 
skated at our skate-a-thon. 
Through this endeavor we 


raised a substantial amount of 
money. 

If interested, contact your ed- 
itor and you will be sent a 
pledge form so you can see 
how it was handled by the NFB 
of Missouri. The National Junior 
Honor Society is a super group 
of young adults who are, to re- 
peat, always looking for service 
projects. Your chapter or your 
State affiliate of NFB might want 
to strongly consider the Nation- 
al Junior Honor Society to help 
in important fund raising en- 
deavors. 

Following is part of what the 
National Federation of the Blind 


had on the pledge forms: 


¢ To promote legislation to re- 
move legal, economic, and 
social barriers. 

¢To help research, develop 
and evaluate new technical 
aids and appliances. 

¢ To provide consultation and 
other services to educators of 
blind persons. 

¢ To contact and help newly 
blinded persons in adjust- 
ment and orientation. 

¢ To provide legal assistance to 
victims of discrimination. 

eTo award college _ scholar- 
ships to qualified blind stu- 
dents. 

e To produce films and litera- 
ture to educate the public on 
blindness. 

¢ To promote employment op- 
portunities for qualified blind 
applicants. 


Your pledge money will help 
reduce blindness from a tragic 
disability to a physical nui- 
sance. 
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Send your great recipes to 
the editor, Ed Bryant. He is the 
official taste tester and needs 
recipes to test his taster. 


Q. What is the honeymooner’s 
favorite salad? 

A. Lettuce alone. 
(humor by Frances Allen) 


We apologize, in our last 
newsletter we failed to credit 
Carol Anderson from Randolph, 
N.J., for sending in a delicious 
potato pancake recipe. 


Tuna Casserole 
Frances Allen, Columbia, Mo. 


Ingredients: 


8 oz. Shell Macaroni 
6 cups Water 

1cup Chopped Celery 
1 cup Chopped Onion 


1/4 cup Chopped Pimento 


6 oz. Frozen Peas 

6% oz. Tuna 

2 Tbsp. Melted Margarine 

2 Tbsp. Flour 

13% oz. Cream of Mushroom 
Soup 


3/4 cup 2% Milk 


Instructions: 


1. Cook shell macaroni in boil- 
ing water and drain well. 

2. Cook celery and onion in 
margarine until tender then 
add flour then milk and cream 
of mushroom soup and mix 
well. 

3. Add pimentos, peas and tuna 
to above mixture. Mix well 
and place in a casserole dish. 
This may be topped with but- 
tered crumbs (1 cup), 
crushed potato chips (1 cup), 
or Parmesan cheese (1/4 


Cup). 
4. Bake at 375 degrees for 25 
minutes. 


NOTE: Egg noodles or frozen 
noodles may be substituted. 


Makes Six Servings. 


227 calories, 1 vegetable, 1% 
bread, 1% meat.* 


*calories and exchanges do not 
include topping or alternate 
noodles. 


Apricot Banana Whip 
Frances Allen, Columbia, Mo. 


Ingredients: 


1 16-0z. can apricot 
halves, drained 

2 Small ripe bananas, 
broken into 1-inch 
chunks 

2 Tbsp. Lemon Juice 

3 Packets of Sugarless 
Sweetener 

2 Egg Whites at room 
temperature 


A few grains of salt 
Instructions: 


Process apricots, bananas, and 
lemon juice in blender or food 
processor until smooth. In the 
small bowl of an electric mixer, 
beat egg whites and salt at high 


speed until soft peaks form 
when beaters are lifted. Add su- 
garless sweetener and beat 
one to two minutes longer, until 
stiff peaks form when beaters 
are lifted. Gently fold in pureed 
fruit. Pour into six parfait 
glasses or dessert dishes, chill 
one hour or over night. 


Makes Six Servings. 
44 calories, one fruit. 


Peach Cobbler Dessert 
Gail Bryant, Columbia, Mo. 


Ingredients: 


1/2 Tbsp. Corn Starch 

1/2tsp. salt (optional) 

TabSps 

3/4 tsp. Sweet-10 (liquid 

sweetener) 

1/2 cup water 

4 cups fresh, peeled and 
sliced peaches 

OR 

2 cans unsweetened sliced 
peaches 

1 cup biscuit mix 

1/2 cup light cream 

1/2tsp. vanilla extract 


Instructions: 


Preheat oven to 425 degrees. 
Combine corn starch, 1 Tbsp. 
sweetener, salt, and water in a 
1¥2-quart casserole dish. Stir in 
peaches. In a medium bowl, mix 
biscuit mix, cream, vanilla, and 
3/4 tsp. of sweetener until 
smooth. Carefully spread mix- 
ture over peaches. Bake unco- 
vered 40 minutes or until gold- 
en-brown. Peaches should be 
tender and bubbly. Cut into 8 
equal servings. 


Makes Eight Servings. 


119 calories, 1 Fruit, 1/2 bread, 1 
fat. 


Diabetes is a disease that 
seems to be very puzzling to 
most everyone whether he has 
it or not. A good place to start to 
help get answers to questions 
is to visit a library and check the 
Diabetic Index which gives cur- 
rent sources for up to date in- 
formation concerning the dis- 
ease. The libraries to check for 
this include any college or uni- 
versity library, a health-science 
library, a public library, or a 
hospital or medical library. 

Another source of informa- 


Resource Library 
by Cheryl McCaslin 


tion is the current Diabetic Divi- 
sion Resource Library. That is 
me at the moment, Cheryl Fin- 
ley McCaslin. The quantity of 
articles at the moment is limited 
but it is growing. If anyone has 
access to any such articles, 
please clip and send them to 
Cheryl Finly McCaslin, 3115 
Crestview, Apt. 107, Dallas, Tx. 
75235. Please include date, pub- 
lication, author, and copyright 
information. 

Here is a broad overview of 
the articles we now have: Dia- 


betic Retinopathy, Diet Control, 
Insulin Control and_ Insulin 
Types, Disorders Occurring 
from Diabetes and The Disease 
of Diabetes in General. We also 
have addresses for Meditec in 
Colorado which has_ insulin 
syringe markers with large print 
or Braille identifications. We 
also have a catalog and address 
for Science for the Blind Prod- 
ucts in Wayne, Pennsylvania. 
We also have in our posses- 
sion a publication from the 


Pharmaceutical Communica- 
tions which is called ‘‘Diabetes 
Self-management.”’ This is a 
quarterly publication and | have 
received two copies of it so far: 
Fall ’85 and January-February 
"86. 

If anyone is interested in any 
of this information, please con- 
tact me and | will copy what you 
need and send it to you. | can 
be contacted by mail or tele- 
phone, 214-528-4818. Search for 
an article and send it soon! 


April-June 1986 


The National Federation of 
the Blind — NFB has over 
50,000 members and is the larg- 
est group of organized blind 
people in the world. NFB has 
much information on any sub- 
ject pertaining to blindness. 
You are cordially invited to con- 
tact the National Federation of 
the Blind with any and all ques- 
tions, 1800 Johnson St., Balti- 
more, Md. 21230, 301-659-9314. 


HOTLINE NUMBERS 


Following are hotline 
numbers so you can obtain free 
medical information and keep 


up-to-date on the latest re- 
search: 
1. Blindness and _ Physically 


Handicapped Available Pro- 
grams. The National Library 
Service for the Blind (part of 
the Library of Congress). 

Phone: 800-424-8567 or in 

Washington, D.C., 202-287- 

5100. 

2. The.American..Diabetes As- 
sociation (ADA), 800-232-3472 
or in Virginia, 703-549-1500. 

3. Juvenile Diabetes Founda- 
tion. 800-223-1138 or in New 
York, 212-889-7575. 

4. Heart Disease: Heartline. 
Sponsored by the Associa- 
tion of Heart Patients. 800- 
241-6993. 

5. Kidney Disease: The Ameri- 
can Kidney Fund. 800-638- 
8299. In Washington, D.C., 
301-986-1444. In Maryland 800- 
492-8361. 

6. Surgery: Second Opinion 
Hotline. Sponsored by the 
U.S. Government Depart- 
ment of Health and Human 
Services. 800-638-6833. In 
Maryland, 800-492-6603. 

7. Drugs: Drug Interaction, Drug 
Side Effects. Food and Drug 
Administration (FDA). Center 
for Drugs and Biologics, Of- 
fice of Consumer and Profes- 
sional Affairs, Rockville, Md., 
301-443-1016. 


BOOKS 


1. To See or Not to See? A Pa- 
tient’s Guide to Diabetic Re- 
tinopathy. Schoessow, D.K.; 
Maggiano, J.M., eds. Ana- 
heim, Ca.: D.K. Schoessow; 
1982. 62pp. To See or Not to 
See; 4237 East Alderdale 
Ave., Anaheim, Ca. 92807. 
Price: $3.95. 

Printed in large type, this 


VOICE OF THE DIABETIC Page 11 
—)] esssSssSSSSSSSSsSSSsSsSSSSSSSssss—— rv 


What You Always Wanted To Know 
But Didn’t Know Where To Ask 


(Resource List) 


guide explains diabetic retino- 

pathy and its treatment from the 

perspective of a person with re- 
tinopathy. 

2. Aquatic Reécreation for the 
Blind. H.C. Cordellos, Wash- 
ington, D.C. Information and 
Research Utilization Center, 
1976. 126pp. $7.95. American 
Alliance for Health, Physical 
Education, Recreation and 
Dance; 1201 16th St. N.W., 
Washington, D.C. 20036, 202- 
833-5541. 

Discussion of aquatic activi- 
ties that blind and partially 
sighted persons can participate 
in without increased risk to per- 
sonal safety are included in this 


Paperbound book. Topics in- 

clude swimming, diving, lifesav- 

ing, small craft safety, water 
skiing, scuba diving, and water 
games. The author speaks from 

a unique vantage point, be- 

cause he is blind. 

3. The Diabetes Book: All Your 
Questions Answered by June 
Bierman and Barbara Too- 
hey. Distrib. The Sugar Free 
Center, P.O. Box 114, Van 
Nuys, Ca. 91408. 

4. You Can’t Catch Diabetes 
from a Friend by Lynn Kipnis 


and Susan Adler. Distrib. 
Triad Publications, Inc. 
Gainsville, Fl. 


5. Just Delicious and Sugar 
Free by Ida Ellenson. Distrib. 
Juvenile Diabetes Founda- 
tion International, Metro-De- 
troit Chapter, 28551 South- 
field Road, Room 107, 
Lathrup Village, Mi. 48076. 


scription. 


LC) in print only 


Name 
Address 


FORM FOR SUBSCRIPTION, DONATION OR MEMBERSHIP 


Membership in the Diabetic Division of the National Federation of the Blind (NFB) costs $2.00 
yearly, tax deductible. However, production costs for Voice of the Diabetic run about $6.00 per 
year for each subscription. Members are invited and non-members are requested to cover this 
cost. If you wish to join the NFB Diabetic Division, subscribe to Voice of the Diabetic, and/or 
make a donation, please mark the appropriate boxes and fill in the blanks below. 


CU I wish to join the NFB Diabetic Division. My donation of at least $2.00 is enclosed. 
() 1!do not wish to join at this time; enclosed is my donation of at least $6.00 to start my sub- 


| wish to receive the Voice of the Diabetic ... 


(Choose one) 


O on cassette tape only 
Cassette tapes provided to blind or visually impaired members at no extra cost. 


C1 | wish to support the Diabetic Division of the National Federation of the Blind with my tax 
deductible contribution of $ Ps Nth ele 


Please print clearly. 


6. National Diabetes Informa- 
tion Clearinghouse, Box 
NDIC, Bethesda, Md. 20205, 
301-468-2162. FREE!! Biblio- 
graphies: Diabetes and 
Aging, General Information 
about Diabetes, Pregnancy 
and Diabetes, Sports and Ex- 
ercise for People with Dia- 
betes. 

7. A handbook for senior citi- 
zens’ rights, resources, and 
responsibilities is available at 
the cost of $5.95 from the 
American Brotherhood for 
the Blind, 1800 Johnson St., 
Baltimore, Md. 21230. Phone: 
301-659-9314. 

8. Diabetes Explained, a Lay- 
man’s Guide (cassette) by Ira 
J. Loffer, M.D. and Herbert 
Kadeson. This book should 
be available through coo- 
perating state libraries for 
the blind and _ physically 
handicapped. If assistance is 
required you can telephone 
the National Library for the 
Blind and Physically Handi- 
capped, toll-free: 1-800-424- 
8567. 


EQUIPMENT 


We have not tested all these 
products and are simply stating 
their availability. 


Aids Unlimited has a catalog 
and offers many products that 
might be of interest to blind and 


(Continued on page 12.) 


C) both in print and on tape 


City 


State 


Telephone Number ( 


fom - = 


) 


Zip 


NFB Diabetics Div. 
Rapid City, SD 57701 


919 Main Street, Suite 15 
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visually impaired people. The 
AIDS catalog is also produced 
on cassette tape, comes out 
twice yearly, and costs under 
$1.50. Write to: AIDS Unlimited, 
Inc., 1101 N. Calvert St., Suite 


405, Baltimore, Md. 21202. 
Phone: 301-659-0232. 
One available item is the 


famous ‘‘Weight-Talker’’ talk- 
ing scale. This product has 
audio output capacity and tells 
you how much you weigh, when 


the scale batteries get low, 
have you gained or lost weight 
since the last weigh-in, and so 
on. It will also weigh you in kilos 
or pounds. The scale costs 
$85.50 including cassette in- 
structions. 

A Talking Blood Pressure/ 
Pulse monitor is also available. 
It gives you verbally both 
numbers of the blood pressure 
and also your pulse rate. It can 
be set to verbally tell you step- 


by-step how to take your blood 
pressure; or it can be set to give 
you only the end result; or it can 
be set so that you get no verbal 
response and you Can read it off 
the large %’’ LCD display. It 
comes complete with cuff and 
batteries. Or it will operate with 
an A/C adapter, which is not in- 
cluded. The cost is $119.95 in- 
cluding the main unit, the cuff, 
the batteries, and print and cas- 
sette instructions. 


Tidbits And Humor 


Committee needed to select 
newsletter name 


As chairman of the commit- 
tee that will choose our new 
newsletter name | am in need of 
people to serve on my commit- 
tee. Five division members who 
will be at the convention in 
Kansas City are needed to ac- 
complish this task. | will supply 
my committee with all newslet- 
ter entries in both print and 
Braille. After choosing the win- 
ning name that name will be 
matched with the contestant 
and we will know who the win- 
ner is. 

If interested in serving on this 
committee please contact Ed 
Bryant, 111-A N. Stadium Blvd., 
Apt. 162, Columbia, Mo. 65203, 
or phone 314-445-1928. 


Elections Coming Up 


At this year’s National Con- 
vention in Kansas City, Mo., 
elections will be held to fill 
board positions. These are one- 
year terms that will run from 
July 1, 1986, to June 30, 1987. 
Positions to be filled are: Presi- 
dent, First Vice-President, Sec- 
ond Vice-President, Secretary, 
and Treasurer. If you are inter- 
ested in a board position, or 
know someone who you think 
would do a good job, then con- 
tact Karen Mayry or Ed Bryant. 
Yes, hard work and dedication 
are prerequisites of each board 
position. Anything worthwhile 
is usually challenging and re- 
quires hard work. The leader- 
ship of any organization should 
always be a positive force and 
lead by being good examples 
for others to follow. 


Q. What did the mayonnaise 
say when the refrigerator 
door was opened? 

A. ‘Close the door, I’m dress- 
ing!”’ 


Cassette Tapes 


The South Dakota State Li- 
brary for the Blind and Physical- 
ly Handicapped provides cas- 
sette tapes and holders for Dia- 
betic Division Members at abso- 
lutely no cost to our division. 
This saves us a rather astro- 
nomical amount of monies and 
the South Dakota Library has 
only one requirement. The cas- 
settes are their property and 
must be returned or they will 
not send another one. They say 
“Thanks’’ to people who return 
their cassettes without too 
much delay. 

If you desire a cassette tape 
to keep please send $1.00 to the 
editor and he will mail you a 
tape. 


Print, Cassette Tape, 
or Both?? 


As you recruit and sign up 
new members we need the fol- 
lowing: the correct name and 
address with zip code, and the 
telephone number including 
area code. Also, does the new 
member desire to receive his 
newsletter in print, cassette 
tape, or both. If you provide the 
above information much time 
and long-distance communicat- 
ing will be circumvented. 


Q. Did you hear what one straw- 
berry said to another? 

A. “‘If we hadn’t been in the 
same bed we wouldn’t be in 
this jam.” 


1986 National Convention 
Display Table 


The Diabetic Division of NFB 
will have a display table in the 
exhibit hall located at the Hyatt 
Regency Hotel. Much literature 
will be distributed, aids to as- 
sist the blind or visually im- 
paired diabetic in self-manag- 
ing his disease will be shown 
and explained, and much infor- 
mation will be disseminated. 


We are looking for volunteers 
who will help man this year’s 
table. If you can participate 
please notify Karen Mayry. 


Q. With all the wars and rumors 
of wars in the world, why 
isn’t there more corn? 

A. All the kernels went to war. 


Currently the two states with 
the most diabetic division 
members are (1) Missouri and 
(2) Minnesota. As leader of the 
pack, Missouri challenges any 
and all states to try and surpass 
it in membership. Recruitment 
of new people is an essential 
part of our movement and witha 
little work you might catch Mis- 
souri. You should remember 
that Missourians are from the 
“Show Me’”’ state, and they do 
not intend to lose their #1 rat- 
ing. 

Ken Carstens, Chairperson of 
our Amputations and Preven- 
tion Committee has asked that 
we announce the following: The 
American Diabetes Association 
sponsors a workshop on April 
19th in Virginia, Minnesota. The 
workshop will be at the Mesabi 
Community College from 9:00 
a.m. til 4:00 p.m. There will be a 
$5.00 charge which will cover 
the cost of lunch. 


Q. What do you get when you 
mix two ducks and a cow? 
A. Quackers and milk. 


Quote from Harriett Tubman: 
“Pain produces suffering, suf- 
fering produces endurance, en- 
durance produces faith, and 
faith, in the end, will not disap- 
point.” 


Diabetes educators say that 
education about the disease is 
essential. They stress and 
teach people how to take care 
of themselves, what to do, how 
to do it, what they should look 
for, what they should do if 
something does go wrong, and 
when to yell for help. 


Glyclosidated (hemoglobin 
A1C) tells how much sugar is 
stuck to the red blood cells and 


gives the average blood sugar 
for the past 2 to 3 months. 


The major problem that all 
diabetics have is getting the 
sugar out of the blood and into 
the body cells so your cells can 
metabolize it and use it for en- 
ergy. Insulin is a hormone that 
normally accomplishes that, or 
in effect, it carries the sugar 
into the body cells. 


Experts advise that diabetics 
have a flu shot every year al- 
though it’s not compulsory. 
And it is also recommended 
that people keep their tetanus 
boosters up to date — which 
means a shot every ten years. 


Arrangements have been 
made for people needing to dia- 
lyze at this year’s National Con- 
vention in Kansas City, Mo. The 
dialysis contact is: Mary Kaiser, 
R.N., Dialysis Clinics, Inc. 
(DCI), 1010 Carondelet, Suite 10, 
Kansas City, Mo. 64114, phone 
(816) 941-0595. If the unit where 
you dialyze sets up your pro- 
gram, they should tell Mary 
Kaiser that you are with the Na- 
tional Federation of the Blind. 

It is imperative that you bring 
your Medicare health card and 
other medical insurance infor- 
mation with you. DCI requires 
that you pay the 20% not cover- 
ed by Medicare up front. If 
needed, they are willing to work 
out other arrangements and 
you can be billed later. If you do 
not have Medicare then the 
total amount must be paid in ad- 
vance. If you are in this predica- 
ment or have any questions 
pertaining to the above, please 
contact Ed Bryant. 


Besides the normal exciting 
columns, our next newsletter 
will include a story from a man 
who has had a pancreas trans- 
plant. There will also be facts 
and figures regarding pancreas 
transplantation. We will also ex- 
plain a method that the blind or 
visually impaired diabetic can 
use to draw his/her own insu- 
lin. 


